Functional neurologic disorders, including psychogenic nonepileptic seizures (PNES) are common and debilitating. Much research has focused on differentiating patients with PNES from those with epileptic seizures (ES). Far less interest has been focused on helping patients with PNES get back to healthy outcomes despite evidence suggesting that quality of life (QOL) is worse for patients with PNES than those with ES. Treatment for PNES, mainly cognitive behavioral therapy (CBT), has been shown to have some efficacy for reduction in event frequency, as well as mood and QOL; however, the numbers of subjects in these trials are small, and the trials likely are only sampling those select patients that are able to adhere with the treatment protocol. Neurologists are very interested in sending patients to mental health providers for treatment if there is someone they can refer them to in their practice area. However, even with mental health providers readily available, adherence to follow-up for PNES is quite poor. Data from our institution indicate that adherence to treatment substantially drops after the first visit, when the hard work of the mental health treatment should begin (Tolchin, Ramel, Zinser, Dworetzky, and Baslet, unpublished results). This low adherence is influenced by a variety of factors but certainly includes comorbid and psychosocial issues that regularly plague this complex group of patients. Outcomes for PNES have mainly focused on seizure freedom, similar to ES, and are variable but generally poor, with low return to employment (1). Those patients who continue to work and make money ("economically active") are five times more likely to be event free (2). Other studies also have shown economic dependence and overall psychiatric disability are more important in predicting QOL than seizure freedom (1, 3). There is accumulating evidence indicating that merely reducing the frequency of PNES will not improve health outcomes for children or adults, and that we need to pay more attention to other factors.
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Jones et al. embarked on a search for factors that relate to QOL for PNES patients beyond seizure frequency. They gathered a series of select cross-sectional studies and divided them into those focused on seizures and somatic issues, those focused on psychologic issues, and those where coping and family function were collected. Similar to LaFrance et al. (4) , they found that depression correlated most strongly with lower QOL in people with PNES. Also, poor QOL was correlated with PNES patients who were found to have dissociation, somatization, escape or avoidance strategies for stress response, later age of onset of PNES, and evidence of family dysfunction. Seizure frequency, similar to prior studies, again did not correlate with QOL.
The Psychogenic nonepileptic seizures (PNES) often have a debilitating effect on patients' lives. Patients, family members, and clinicians have yet to fully understand the mechanisms and treatment of this disorder. Although reviews exist about epileptic seizures, there have been no systematic reviews of studies focusing on the impact of PNES. This review considers research on factors associated with the health-related quality of life (HRQoL) of patients with PNES. Searches of Medline, PsycINFO, CINAHL, and Cochrane Library were conducted. Search terms identified studies that examined factors associated with HRQoL in PNES. Factors fell into three categories: (1) seizure and somatic factors, (2) psychological factors, and (3) coping strategies and family functioning. Fourteen articles were included. The majority of studies were cross-sectional and were of weak to moderate quality. Depressive symptoms were negatively associated with HRQoL. Other factors associated with poorer HRQoL included dissociation, somatic symptoms, escape-avoidance coping strategies, and family dysfunction. Variables such as seizure frequency and demographic factors were not significantly associated with HRQoL. Psychological and interpersonal factors, not seizure reduction, are important for the HRQoL of patients with PNES. The avoidance of emotions is proposed as a perpetuating factor in the difficulties associated with poorer HRQoL. A biopsychosocial approach has relevance for both the clinical and theoretical understanding of PNES. Larger scale research on psychological and relational factors is needed to inform therapeutic approaches to enhance HRQoL in patients with PNES.
The Impact of PNES is About More than Counting Events either randomly or consecutively. They created a process for selecting quality variables by utilizing "quality" scores. They incorporated anti-epileptic drug (AED) side effects and showed that AED adverse effects inversely correlated with QOL. They also looked at other somatic symptoms. They performed multivariate analyses on these variables. In addition, the authors attempted to control confounding factors. It has been shown that patients who restrict their lives to avoid the stresses or triggers related to their episodes have lower QOL, and this was found in this study as well. Activity level and disability status are the factors most correlated with QOL. Those patients who have better problem-solving skills, not surprisingly, do better.
There were also several study limitations. First of all, a composite of overall comorbidity burden was not studied here, something that has been noted to correlate with lower health-related quality of life (HRQoL). In this study, HRQoL was measured using the quality of life inventories in epilepsy (QO-LIE) 10, 31, and 89, and not using PNES-specific questionnaires. Some studies used the short form, SF-36, but these instruments, as well as the self-reporting of seizure frequency, have yet to be validated in PNES. Control subjects with epilepsy or psychiatric comorbidities were not available for this study. Video-EEG, the gold standard for diagnosis, was not used for all cases. Persons with intellectual disabilities were excluded. Last, study sample sizes were small, and the caliber of the studies selected provided only weak-to-moderate evidence at best, rendering the findings in this systematic review less generalizable.
While there are limits to the generalizability of the data collected for this study, it is clearly a move in the right direction. Research on PNES is becoming quite exciting and holds promise to improve outcomes, as research moves to understand why patients are not following up with treatments and how to better educate clinicians for patient engagement. There is a dearth of high quality studies focusing on these more meaningful outcomes for patients with PNES and the impact that this disorder has on the health system. Researchers interested in this borderland between neurology and psychiatry will begin to understand the complexity of this disorder and the reasons that patients are not doing well. Seizure frequency will be only one outcome and should not be the main focus for health for PNES. Gathering the data on other somatic symptoms that may arise if seizure frequency drops is difficult to track but is imperative to understand the true impact of PNES and other functional disorders. The goals will need to focus on reducing disability for patients, improving function, and QOL (5) . In order to achieve these goals, the negative transference that clinicians have historically felt for patients with PNES and other functional disorders needs to be eliminated through educational efforts toward clinicians as well as patients and their families, and by the use of multidisciplinary integrated teams to help improve engagement of patients in the treatments available. This type of approach will improve communication between patients and clinicians, which is the first step to reducing stigma so that patients will know that their doctors want to heal them, not recoil from them.
Getting patients with PNES involved in research and invested in their own treatment will require shifting our efforts from diagnosis to wellness. This effort will require educating clinicians to be aware of negative biases and to respond to patients from a place of compassion rather than frustration or anger. It will also, by necessity, require educating and engaging family members and patients that managing this disorder is not about seeking new consultations and diagnostic testing, hospital after hospital, but rather in unifying care, bringing together all those who come in contact with the patient speaking the same language. Research of these understudied areas will lead us to overcome the barriers to treatment, and the necessary healthy communication between patients and their doctors.
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